-ATIME TO TALK,-A TIME TO LISTEN 


by|Wayne Weston, MD *-® 


Oira Stewart, PhD 
udith Belle Brown, PhD 


Environmental hypersensitivity disorder 


i be importance of a better scien- 
tific understanding of "environ- 
mental hypersensitivity disorder” 
has been endorsed by both the 


Ontario Medical Association and 


the Ontario Ministry of Health. 
Research must be conducted on 
the nature and causes of this dis- 
order, diagnostic protocols must 
- be developed and effective thera- 
pies evaluated. The lack of scien- 
tific knowledge of this disorder 
results in some patients feeling 
frustrated and misunderstood by 
the medical profession. At the 
_ Same time, many physicians feel 
. confused and uncertain about the 
most effective management of 
environmental hypersensitivity 
disorder. Physicians in practice 
are, in many ways, caught in the 
middle. Concerned about their 
patients’ distress, they are eager 
to be helpful. But, trained in the 
scientific method, they seek evi- 
dence that the treatments recom- 
mended for this disorder do more 
good than harm. When the evi- 
dence is skimpy or contradictory, 
they may be reluctant to endorse 
a treatment eagerly sought by 
patients who are desperate for 
relief. This may lead to the physi- 
cian feeling caught in the middle 
' looking for some way to reach 
common ground with the patient. 
Consider the following case: 
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A female patient, age 36, pre- 
sents complaining of frequent 
headaches, dizziness, rashes, nau- 
sea, diffuse aches and pains, and 
fatigue for two years. She believes 
she is allergic to many foods and a 
variety of common chemicals. 


Patient: 

“Doctor, you know my problems 
haven't gone away and now I'm 
only able to work a couple of 
days a week. My boss is really 
getting annoyed. I try and I try 
but I'm too achy and tired and 
I'm worse at work." 

{I am worried about this condi- 
tion I have but I'm also afraid the 
doctor is going to tell me it's all in 
my head. I've come with these 
problems time and time again and 
all the tests keep coming back nor- 
mal. What is this?!) - 


Doctor: 
"I'll do a physical exam today, 
repeat the blood tests as well as 
get more information about the 
timing of the symptoms.” 
(Hmmm. I wish this patient 
would just get better! I've tried 
everything I know to pin down the 
diagnosis but nothing has come up. 
I suppose she could have environ- 
mental sensitivity disorder—I 
haven't been able to come up with 
any other diagnosis. But there's so 
little evidence about its cause and 
treatment. That leaves me between 


_ treated here. 


a rock and a hard place. What can 
I offer a patient like this?) 

The doctor had read recent 
papers on the psychiatric aspects 
of environmental sensitivity dis- 
order!.2 and had also seen essays 
critical of the unscientific 
approach of clinical ecology.3.4.5.6 
One one hand the doctor's 


. assessment of the literature lead 


him to try; to persfiade the 
patient that there wag‘ not 4 sci- 
entifically proven condition to be 
Perhaps psy- 
chotherapy was the treatment of 
choice. At the same time, the 
physician felt extremely frustrat 
ed by the inadequacy of medical 
knowledge about this disordé? 
and iwas acutely aware of the 
patient's distress. 

The reality of the patient was 
one of debilitating symptoms and 
the distinct possibility of the ter- 
mination of her employment 
resulting in significant loss, both 
personal and, professional. This 
is a life crigis of major propor- 
tions. The giiggestion that this 
condition is not "real" but “afl-in- 
her-head” could inflict on the 
patient a kind of humiliation and 
self-blaming. 

The general issue difsing oe 
this difficult case is that the doc- 
tor and the patient may profound- 
ly disagree about both the nature 
of the condition and the appropri- 
ate management. How can such a 


\ 


patient and doctor find a way of 
working together? Is there any 
common ground here? Perhaps 
there are two areas of agreement 
between the doctor and the 
patient. First, the doctor and 
patient both agree that the patient 
is suffering and both want the 
patient to recover and regain 
function. Second, the doctor and 
patient have a relationship which, 
‘in itself, may be therapeutic in 
the absence of a straightforward 
"magic bullet" cure. 

This is a potentially catas- 
trophic situation, the patient's 
life is falling apart and the doc- 
tor is unable to uncover a cause 
in her body or in her psyche. She 
may have a biological disorder 

. that is still poorly understood 
but there are no confirmatory 
ae and treatment is not very 

- effective. On the other hand, her 

. dys-ease may have nothing to do 
with disease. There is no ques- 
tion that this patient is suffering; 
what is at issue is whether or not 
this suffering can be understood 

_a8ia medical problem. A great 

"deal of human distress cannot be 
explained in biomedical or even 
psychological terms. Sometimes 
it is best comprehended in spiri- 
tual terms, but often it is a mys- 
tery that defies interpretation. 

It is understandable that 
physicians and patients alike 

_ eek a biological mechanism to 
“explain these problems. When 
such a cause is found, this 

approach can be highly success- 
ful.. But perhaps entrancement 

-.gwith the biomedical model leads 

physicians astray and seduces 
them to "medicalize" too many of 
dife’s problems:*This may lead to 

@angerous ovéliivestigation and 

over-treatmen{ with little chance 
of payoff. “Agother way physi- 
cians can go astray is to conclude 
that they have nothing to offer 


patients who have no disease 


ee except reassurance that they are 


“. well. This is unhelpful because 


these péople know they are not 
well and they may feel abandoned 


by a doctor who sends them away: 


with a clean bill of health. 


All people experience the pain 
of living; some endure such pain 
on a daily basis. What is most 
helpful for these people is to find 
some meaning in their lives that 
transcends the pain and to share 
their experiences with other 
human beings who care about 
them. The physician's role may 
be to listen to the patient's story 
of pain and to share the experi- 
ence so deeply that the patient 
knows he or she has been heard 
even if the pain cannot be under- 
stood or taken away. The fact 
that someone cares enough to 
take the time and effort to help 
may be a powerful benefit in 
itself. oMn 
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History of recurrent nasal bleeding. 
Precautions: 1. Replacement of systemic steroids with RHINALAR should be gradual and 
carefully monitored by the physician. 2. Although absorption sufficient to produce systemic 
effects has not been shown in clinical studies with RHINALAR Nasal Mist, the potential of 
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pharyngeal candidiasis should be Kept in mind. 10. 
RHINALAR should not be used during an asthmatic attack. 11. Because of the inhibitory effect 
of corticosteroids on wound healing, in patients patents who have had recent nasal surgery or trauma, 
ainasal corticosteroid should be used with caution until healing has occurred. 

Adverse Reactions: Side effects noted with RHINALAR have been consistent with what one 
would expect in applying a topical medication to an atready inflamed membrane. The most 
frequent side effect observed was a mid {ransient nasal burning and stinging, . Occasionally 
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Seen in patients treated with RHINALAR, in order of decreasing prevatence were: nasal 
irritation, epistaxis, runny and stuffy nose, sore throat, hoarseness and throat irritation. 
Exceptionaly these may require discontinuation of therapy, 
Symptoms and Treatehent of Overdosage: Acute overdosage has not been reported. When 
used af excessive doses, the potential of steroid effects such as hypercorticism and adrenal 
Suppression does exist. Decreasing the dose wil abofish these manifestations. 
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Maintenance Dore: After the desired clinical effectis obtained, the maintenance dose should 
be the smallest amount necessary to control the symptoms. Some patients may be 
tmaintained on as ite as one spray (anpraximately 25 0) to each nostri per day. Patients on 
long-term therapy should be reassessed periodically to avoid 
There is no evidence that exceeding the maximum recommended is more effective. 
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sprays in each nostel for children 6 to 14 years of age. 

Theeffect of RHINALAR, uniike that of vasoconstrictors, is not immediate. Full therapeutic 
benefit requires regular usage. The absence of an immediate effect should be explained to the 
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6267 Castille Court 
Orléans. KIC 1X4 
Mr. John Krauser, 
Acting Chair, Ethics Committee, 
Ontario Medical Association, 
600-250 Bloor St. E., 
Toronto, Ontario. M4W 3P8 7 April 1991 


Dear Mr. Krauser, 


At this point, to some degree, the damage is done. The OMA’s choice of unqualified 
authors and the publication of their sincere but misguided work will take a toll. 


The article, once published, takes on a life of its own. It is photocopied, and used 
by ignorant, self-interested, sometimes malicious third parties (including some government 
officials) to justify the abuse of persons disabled by environmental sensitivities. Letters to 
the editor are of limited use in laying such articles to rest, yet I urge you to ask Mr. Fletcher 
to publish the attached letter, in full. 


Experience dictates that the abusers will dig in their heels, their ignorance rendering 
them powerless to admit they have committed a violence against those they claim to be 
helping. 


The institution which has aided and abetted the violence (in this case the OMA) will 
rationalize, attempting to justify the commission of an act that has been repeatedly criticized 
in the past. The authors are "internationally recognized experts in their field" (but not in 
environmental sensitivities), the publication is "subject to peer review by professionals” (for 
whom a provincial commission has recommended retraining), "We have used impeccable 
sources" (who have conducted seriously flawed work), "That was not the focus of the article”, 

"We can’t satisfy everyone", "What are your medical qualifications", etc etc. 


When the abused try to point out the realities of the violence that has been 
committed against them, they will be asked to be more charitable to their abusers. 
Meanwhile, a similarly myth-bound article published in 1985 in the Canadian Medical 
Association Journal is still killing people six years later. Yes, killing people. 


Henry Woitowicz, of Timmins, shot himself after being turned down for disability 
benefits by the Ministry of Community and Social Services. No COMSOC doctor ever 
examined the man. A copy of Dr. Donna Stewart’s uninformed, illogical, unscientific, and 
grossly irresponsible article from the CMAJ (15/11/85) was in the file, and given as reason 
for saying these problems are all in the mind. 


Ihave appreciated your attempts to enlighten doctors, public officials, and journalists 
as to the violence they may inadvertently commit against persons disabled by environmental 
' Sensitivities. But enlightenment cannot be obtained by glossing over the true story of what 
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is being done to this group, by saying that illogical and unethical behaviour is merely poor 
communication, by saying that abusive professionals are merely hurting people’s feelings. 
Some of your readers are causing significant damages, disability, and deaths. The most 
significant element of this situation may be the continuing abject terror many persons with 
these disabling conditions must try to deal with when they realize what is being done, and 
that no-one with the power to do so is willing to stop it. 


Understanding will not come from repeating but not dispelling precisely the 
misconceptions that are causing the damages. As long as professionals deny what is 
happening, as with Mount Cashel, the abuse will continue. Persons with sensitivities will 
continue to be terrorized, disabled, and killed by doctors, if inadvertently. Persons disabled 
by environmental sensitivities and their associates will continue to accrue damages. 


not _talki hurt feelin 


I wrote the attached letter to the editor as part of continuing discussions with the 
OMA on human rights concerns relating to persons disabled by environmental sensitivities. 
I have also referred this concern to the Chief Coroner of the Province, Dr. Jim Young, in 
the event that the article in question should become relevant in any future death, as omer 
have in the past. 


Although I am president of the Ottawa Branch of the Allergy and Environmental 
Health Association, and concerned about how the article may adversely affect Ottawa 
members, I would prefer you discuss any concerns the organization might have with Mr. Ed 
Lowans, our national president, at (416) 512-2628. 


I would appreciate it if you would pass this concern to the OMA ethics committee, 
which I understand you chair. 


Sincer, 


Chris Brown 
(613) 837 7173 


ce Catherine Frazee, Ontario Human Rights Commission 
Anna Rose Spina, Ministry of Health Policy 
Dr. George Pedersen, University of Western Ontario 
(for the University’s Ethics Committee) 
Dr. Jim Young, Chief Coroner, Ontario 
Dr. Wayne Weston, University of Western Ontario 
David Fletcher, OMR Editor 
Ed Lowans, Allergy and Environmental Health Association 
Ontario Branch Presidents, AEHA 
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David Fletcher, 

Editor, 

Ontario Medical Review, 
Ontario Medical Association, 
600-250 Bloor St. E., 
Toronto, Ontario. 


M4W 3P8 


5 April 1991 


Dear Mr. Fletcher, 


Thanks for your attention to environmental sensitivities (OMR, March 
1991). A poor understanding of related ethical considerations is causing 
serious harm to people affected. Families have broken up. Professional 
reputations and careers have been ruined. There have been a number of 


suicides of people frustrated by discriminatory treatment. 


Lives have been devastated - not through ignorance, but by acts that 
unethically contradict the client’s experience without cause. 


Many patients have difficulty dealing with the abject terror of seeing 
what’s going on and seeing that authorities in a position to discourage this 


widespread abuse have not done so. 


Unfortunately, in this attempt, the authors repeat the most problematic 
misconceptions without dispelling them. In short, the article hits the nail 
squarely on an already badly bruised thumb. 


Assumptions get us off on the wrong foot: 


The authors refer to “environmental hypersensitivity disorder" as a 
single illness. Along with others, Health and Welfare wants doctors know that 
environmental hypersensitivity involves a "compendium of disorders". The 
Ontario Ministry of Health and the federal Department of Health and 
Welfare have called for a multidisciplinary approach. 


The authors’ hypothetical client equates environmental sensitivities with 
"allergies". It might have been prudent to remind doctors that often 


sensitivities are not allergic in nature, often the immune system is not involved. 


Just one example: one real patient became sensitive to many substances 
a few hours after eating red meat. While she was undergoing surgery for 
another problem, the surgeon discovered her intestine was folded, trapping 
hard-to-digest foods and causing her distress. A simple re-arrangement of her 
‘intestine relieved her "allergies". 


. 


h__selec int in the wrong direction; 


The usual myths are assumed by the hypothetical doctor in his 
approach to his hypothetical client, perhaps because the authors conducted 
hypothetical research. They didn’t talk to consumer groups or the attending 


physicians. 
Now that’s effective communication! 


From dozens of articles, the authors list six - all of them sceptical, to 
say the least, concerning the physiology involved. . 
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Two references describe the problem as psychiatric in origin. There’s 
no. mention that these papers have been soundly criticized as unscientific, 


having ruled out, without exploring, physiology as causal. 


The other four articles attribute the only physiological explanation to 
“unscientific...clinical ecologists". There’s no mention that these four have 


also been widely criticized; they’re hostile to the point of being unscientific. 


Not surprisingly, the articles listed lead the authors’ doctor "to try to 
persuade the patient there is not a scientifically proven condition". Ironically, 
patient advocates in Ontario do not believe these problems can be caused by 


one specific disease entity! 


What we need to know_is missing: 


Because of widespread, damaging acrimony, in 1985 the Ontario 
Ministry of Health funded the Thomson report on “Environmental | 
Hypersensitivity Disorders" (note plural). Judge Thomson and his panel of 
five doctors describe the “professional debate". and list some untenable 
attitudes interfering with helpful doctor-patient communication. 


Thomson describes as "clearly untenable" the position that the 
problems result from emotional illness, and the idea that “all medical 


treatments are based on sound scientific research". 


The authors do not mention this, the most significant and 
comprehensive report on the subject in Ontario. Nor do they mention the 
most comprehensive report on this subject in North America - the Ashford- 
Miller Report (Chemical Sensitivities, a Report to the New Jersey State 
Department of Health - December, 1989). 
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According to Ashford and Miller, "Environmental exposures can also 
have psychological sequelae and we include references on this subject in our 
report". They go on to say "these facts are sufficiently compelling to justify the 
investigation of environmental causes first, before committing patients to 
potentially detrimental psychiatric interventions", and “Certain cognitive 
behavioral therapies, short term or focused, may beneficial but should not be 


relied on to the exclusion of evaluating the chemical component". 


There is no reference to this or other literature over the century which 


indicates psychiatric problems are often caused by. sensitivities. 


The authors might have improved their readers’ confidence by 
informing them of recognition by the World Health Organization, Canadian 
Public Health Association, Health and Welfare, Canadian and Ontario Human 
Rights Commissions, Revenue Canada, Ministries of. Health in several 


provinces, and many other reputable organizations. 


They might have described some useful diagnostic protocols, such as 
a comprehensive oral history or removal/re-introduction testing. They might — 
have mentioned that Thomson and Ashford-Miller recommend testing in an 
ecological control unit, and that OHIP pays part of the costs of going out of 
the country to such clinics. 


Shocking as it may seem, the authors might have had the doctor in 
their example admit his ignorance. He could have sent the patient to one of 
the doctors former Health Minister Elinor Caplan was referring to when she 
said it would be unnecessary to send doctors outside the province for training 
because "there are a number of physicians in Ontario who are knowledgeable 


concerning environmental sensitivities". 
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Or the authors might have sent their doctor for the remedial education 


recommended by Thomson in 1985. 


Instead, they thwart communication by introducing the very 
misconceptions currently causing problems. They seem determined to prevent 


facts from getting in the way of bad communication. 
Client concern misr n 


A patient’s experience of symptoms after being exposed to substances 
is re-defined as a “belief they have allergies". The annoyance patients feel 
when confronted by unethical and antagonistic attitudes is re-defined as 


frustration concerning the general “lack of scientific knowledge". 


The patient’s concern that being told the problem is not "real" leaves 
the real problem unmanaged is re-defined as “shame” and “humiliation". Her 
concern that the doctor is contradicting her experience without cause is re- 
defined as distress over being told she has a psychiatric problem. 


In reality, many doctors are contradicting the patient’s experience 
(because of an absence of scientific information), and then making a diagnosis 
(on the basis of an absence scientific information). "I don’t know what you’re 


doing. Therefore, I know what I’m doing". 


When this happens, patients quite rightly become concerned about 
doctors’ hypocritical attitude towards science, and suspicious towards the 
doctor’s qualifications and intent. Why should such a doctor maintain the 

patient’s confidence? How would the authors suggest the patient maintain 
| good doctor-patient communications when confronted with such offensive, 


senseless, and potentially damaging illogic? 
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There is a pattern in the article - a pattern of reframing the patient’s 
anger at being abused as being, instead, feelings related to a social stigma, 
thereby explaining away the doctor’s responsibility for the abuse. I think 
psychiatrists call this re-allocation of guilt "transference", but then I’m not a 
psychiatrist. 


Persons with sensitivities are not humiliated by a psychiatric diagnosis. 
In fact many of us believe a psychiatric diagnosis is often appropriate. That 
doesn’t take away from the fact that when the central nervous system is 
affected, it’s obviously important to avoid the offending substances. 
Avoidance is equally important when sensitivities result from the permanent 
physiological effects of psychological trauma. 


The r r is buri 


The article states that "the general issue" arising is that the doctor and 
patient may disagree, and: 


"what is at issue is whether this suffering can be understood as_ 
a medical problem. A great deal of human distress cannot be 

explained in biomedical or even psychological terms. 

Sometimes it is best comprehended in spiritual terms, but often 

it is a mystery that defies interpretation. 


(especially by persons who don’t know what they’re talking about!!!!) 
One consumer concern is professional ignorance about diagnostic and 


treatment protocols. But the greater issue is how doctors violate by acting 
illogically and even unethically while waiting for this information. The 
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consequence of their discriminatory actions is not hurt feelings, but real 


damages. 


We don’t need scientific information to respect a. person’s experience 
when they relate it to us. However, we should need evidentiary reason and 
due process before we can ethically contradict that experience and bring 
reputations into question. As Ms Catherine Frazee, Chief Commissioner of 
the Ontario Human Right’s Commission has put it, "the presumption was on 
the wrong side". As a corollary, I would suggest that the burden of proof was 


similarly misplaced. 
The issue is not one of science; it is how we act while not omniscient. 
hing the conclusion; 


The article does allow, in a couple of fleeting instances, that sometimes 
a physical cause can be found, but the conclusion readers are brought to may 


be the most patronizing rationalization of discriminatory conduct ever written: 


"All people experience the pain of living; some endure such 
pain on a daily basis. What is most helpful for these people is 
to find some meaning in their lives that transcends the pain and 
to share their experiences with other human beings who care 
about them. The physician’s role may be to listen to the 
patient’s story of pain and to share the experience so deeply 
that the patient knows he or she has been heard even if the 
pain cannot be understood or taken away. The fact that 
someone cares enough to take the time and effort to help may 
be a powerful benefit in itself.” 
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Aside from confounding constructive doctor-patient communication 
about sensitivities, it’s not hard to understand how this conclusion strikes 
persons affected, many of whom are intimately familiar with the broken 


homes, ruined careers, and suicides caused by such gobbledygook. 


If the intention of the OMA is to sustain the illusion that presumptuous 
and abusive doctors who are causing deaths, millions of dollars damages, and 
extreme suffering are acting reasonably, the article does the trick. It protects 
the abuser by rationalizing violence against these persons. It looks friendly, 
while reinforcing unethical behaviour and abuse. It transfers guilt and shame 
to the patient. 


Although the authors may be sincere, their article sustains rather than 
relieves communications problems. Its bias promotes a kindly violation of 
patients. 


Sincerely 


Chris Brown 
(613) 837-7173 


cc Catherine Frazee, Ontario Human Rights Commission 
Anna Rose Spina, Ministry of Health Policy 
Dr. Jim Young, Chief Coroner, Ontario 
Dr. George Pedersen, University of Western Ontario 
(for the University’s Ethics Committee) 
Dr. Wayne Weston, University of Western Ontario 
John Krauser, Acting Chair, OMA Ethics Committee 
Ed Lowans, President, Allergy and Environmental Health Association 
Ontario Branch Presidents, AEHA 


